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ADJUSTMENTS  DYNAMICS 
IN  FAMILIES  WITH  A  RETARDED  CHILD 

Introduction 

This  paper  reflects  an  effort  directed  toward  better 

understanding  the  family  whose  "burden"  or  "blessing"  is 

introduced  into  their  home  as  an  "invasion"  or  "advent"  in 

the  form  of  a  mentally  retarded  child.   a  family  may  take 

the  attitude  of  the  family  of  Dibs  depicted  in  Virginia 

1 
Axline's  boo*   and  discover  only  after  it  is  almost  too 

late  for  either  family  or  child  that  the  event  may  be  a 

blessing.   At  the  other  extreme  they  may  reel  as  Dale 

Evans  Rogers  that  tneir  exceptional  child  truly  was  an 

2 
"Angel  unaware."    However,  ±  am  not  sure  that  either  uf 

these  views  measures  adequately  the  troubled  waters  through 

which  the  entire  family  must  pass  if  tney  are  to  reach 

firm  ground  on  th  distant  shore  of  their  experience. 

I  was  rirst  introduced  to  the  exceptional  child  in  an 
in-depth  experience  when  1  became  involved  in  "special 
Education"  classes  in  college.   This  experience  created 
in  me  an  increased  awareness  of  their  particular  needs 
as  individuals  and  as  families  ana  this  unforgettable 
experience  has  opened  many  doors  of  service  to  exceptional 
children  and  their  families  during  my  years  of  ministry, 
both  as  civilian  pastor  and  military  chaplain. 

it  seems  to  me  that  many  individuals  are  aware  or  the 
family  that  has  the  child  who  is  "different,"  but  they 
are  very  awkward  in  their  efforts  to  minister  either  to  the 
child  or  iamily.   They  may  make  leeble  efforts  in  com- 
municating with  tne  chilu  but  may  not  realize  at  all  the 


Virginia  M.  Axline,  Dibs  \,jNew  iotk:    Ballantine  books,  :1964j 
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entire  family  has  special  needs  and  are  waiting  to  respond 
to  aminister  who  is  truly  able  to  share  their  experience. 

in  seexing  to  understana  the  dilemma  involved  in  these 
special  families,  perhaps  we  should  recognize  some  of  the 
attitudes  of  the  past. 

The  Biblical  incident  recorded  in  John  9:2ff  reflects 
both  negative  and  positive  attitudes  toward  the  handi- 
capped, oociety  felt  it  to  be  affliction  from  the  wrath- 
ful hana  of  u-od,  bui  jesus'  attitude  sougnt  not  to  answer 
the  question  of  why  the  individual  was  afflicted  Dut  what 
could  be  done  about  it. 

xhe  church  in  its  concern  with  the  soul  (.hidden)  part 
of  man's  being  was  naturally  drawn  into  the  field  of 
psychology.   its  in  ability  to  so  deal  with  it  is  reflected 
in  many  ways,  not  the  least  negatively  in  some  or  its 
recommended  cures,   ^'or  example,  Peter  of  Spain  who  became 
Pope  Jonn  XXI  "prescriDed  the  liver  01  a  vulture  drunk 
for  nine  days  or  *  xhe  gall  still  warm  from  a  dog  wno 
should  have  been  killed  the  moment,  the  epileptic  fell 
in  tne  fit.  ",:L 

Adjustment  ox  the  church  in  the  field  has  not  been  easy 

and  without  many  grievous  mistakes,  ana  for  a  time  we  had 

little  or  no  ministry.   Recently,  it  seems  that  we  ao  have 

a  very  vital  and  unique  ministry,  not  pharmaceutical,  but 

just  as  vital  to  the  healing  and  helping  processes  01  the 

2 
mentally  ili  anu  retarded. 

An  hist&jplcal  event  with  local  interest  states  that 

even  though  tne  "insane"  were  not  consiuered  liable  for 

their  "crimes"  that  on  one  occasion  a  judge  "ordered  the 


Albert  ueutsch,  The  mentally  ill  In  America  \iuevi   iork: 
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defendant  banished  from  Flushingto  Staten  island,  there  to 
be  put  to  work  by  order  of  the  local  magistrate...."    He 
became  a  victim  of  society's  inability  to  deal  with  him 
or  his  problem  and  was  abused  or  used  according  to  his 
ability  to  adjust  in  his  work-a-day  world. 

History  reveals  that  society  sometimes  toyed,  sometimes 
struggled  with  its  mal-adjusted  members.   These  struggles 
were  often  directly  related  to  its  affluence.   wars  and 
depressions  were  ever  present  influencing  factors.   interest 
and  assistance  fluctuated  from  generation  to  generation  and 
ix  was  not  until  recently  that  there  came  to  be  a  consistent 
interest  in  really  helping.   Barents  of  exceptional  children 
became  impetus  in  seeking  solutions  as  they  became  unsatisfied 
with  the  status  quo  and  in  1946  organized  "to  find  a  workable 
solution  for  the  problems  of  training  the  cnild  at  home  and 
in  the  community." 

Mental  retardation  is  not  lively  to  disappear  with  time 

neither  aoes  it  constitute  individual  cases  or  isolated 

pocjcets.   A  concerted  effort  by  interested  individuals 

and  groups  in  recent  years  has  brought  to  public  attention 

that  "...two  percent  (.and  as  much  as  three  to  four  percent 

if  our  sampling  survey  is  more  extensive)  is  retarded  in 

3 
mental  and  psychological  development.*    It  is  further 

pointed  out  tnat  "Some  6,000,000  Americans  are  retarded 

and  every  year  an  additional  1^6,000  persons  are  added  to 

those  with  this  handicap....  it  causes  more  disability 

among  children  than  any  other  physical  or  mental  abnormality 

. ..."   No  communixy  or  society,  no  ethnic  or  economic  group, 

no  intellectual  level  escapes  this  invasion  of  family 


A 

Deutsch,  xhe  mentally  111  In  America,  p.  $0. 

2Samuel  A.  Kirk;  Merle  B.  Karnes;  and  winilred  D.  Kirk, 
lou  and  lour  Ketarded  uhilct  (New  YorK:  The  Macmillan  uompany, 
T9T8TT~P.  37. 

^Beatrice  buckler,  Living  With  A  mentally  Ketarded  Child 
(,New  lork:  Hawthorne  Books,  inc.,  ly/I),  pp.  3-17. 

4Ibid. ,  p  XI. 
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structures,  but  tills  does  not  spread  a  blight  of  despair 

over  society.   .even  as  Pearl  Buck  expressed  in  her 

-i 
delightful  way  that  we  can  win  because  we  know  how  to  love. 


Dynamics  of  Diagnosis 

Families  whose  "normalcy"  is  interrupted  oy  the  coming 
of  a  special  child  will  find  it  necessary  to  make  many 
adjustments,  personalities  will  be  influenced  and  perhaps 
even  changed  dramaticctii.^ ,  society  wilj.  take  on  a  new  anu 
perhaps  startling  perspective,  and  the  family  "nest"  must 
develop  a  new  depth  and  warmth  to  properly  provide  for  its 
new  member.   All  of  these  will  involve  dynamics  within  and 
between  family  members  and  society. 

I  begin  dealing  with  these  dynamics  by  looking  at  the 
period  of  diagnosis  which  includes,  tor  the  family,  some 
definition  of  retardation.   What  exactly  has  happened  to  us? 

Their  search  for  an  appropriate  definition  may  first 
lead  to  a  negative  examination  of  wnat  mental  retardation 
is.   Several  authorities  will  quickly  remind  them  that  it 
is  {1)    not  the  curse  of  God,  (2)  not  normally  heredity, 
OJ  not  the  same  as  mental  illness,  and  ^4j  not  a  disease. 
Understanding  these  negatives  becomes  important  in  accept- 
ance oi  truths  resulting  in  a  positive  adjustment. 

Mental  retardation  has  been  defined  as  "meaning  that 

your  child's  brain  is  developing  more  slowly  than  tnat  of 

other  children. ..  .his  thinicing,  willing,  emotions  as  well 

2 
as  dexterity  of  movement  and  everything  connected  with  it." 

More  simply  as  a  "condition  that  renders  the  individual 

unable  to  compete  in  ordinary  society  because  of  impaired 


Pearl  Buck,  The  uhild  Who  Never  Grew  (New  York:  The 
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or  incomplete  mental  development." 

'i'he  types  and  levels  of  mental  retardation  are  multiple. 
As  has  already  been  pointed  out,  the  number  of  individuals 
falling  under  the  definition  ox  mentally  retarded  is  vast. 
The  levels  of  retardation  carried  such  names  in  the  recent 
past  as  i;moron"  for  the  upper  level  of  retardation, 
"imbecile"  for  the  medium  level,  and  "idiot"  for  the 
severely  retarded.   Today,  we  prefer  such  terms  as  feducable, " 
"trainable, "  and  "dependent."   The  range  of  retardation 
has  not  changed  ano  is  generally  considered  to  be  an  i.Q. 
level  of  seventy-five  and  below.   Types  of  retardation 
carry  such  classifications  as:  brain-injured,  mongoloiu 
(town's  Syndrome;,  cretinism,  phenylKetonuria,  tuoerous 
scierosia,  micrecephaly,  macrocepnaly,  nyarocephaiy  and 
the  associated  areas  or  crebral  palsy  and  epilipsy. 

ulosely  associated  witn  tne  types  and  levels  01 
retardation  is  tne  question  01  prognosis;  serious  inquiry 
into  wnat, 11  anything,  can  be  done  will  most  likely  be 
preceded  by  that  which  I  have  labeled  the  pre-  diagnostic 
syndrome.   It  is  clearly  related  to  denial,  but  precedes 
the  denial  involved  in  acceptance  following  removal  of  all 
doubt  that  a  child  is  retarded.   mis  stage  may  be  observed 
in  such  statements  as,  "There  is  no  problem,   My  child  is 
a  follower  ratner  tnan  a  leader."   These  expressions  are' 
offered  in  all  sincerity  oy  one  or  Doth  parents. 

Then  comes  the  searcn  01  cell"  and  surroundings. 

"Mentally  retarded?   No!   it  cannot  be.   We  will  find 

p 
another  doctor."    "impossiole!   ...it  has  never  happened 

on  eitner  side  of  the  lamily;  so  wny  should  it  happen  to  usV"^ 

Many  iamilies  wno  so  react  usually  eventually  return  to 

tneir  lamny  physician  and  reconcile  themselves  to  tne  lact 

that  all  iamilies  face  such  possibilities. 


■"■Ibid.,  p.  49. 
p 

French  and  Scott,  Child  In  The  Shadows,  pp.  14-16. 

Kirk,  Karnes,  and  Kirk,  You  and  Your  Retarded  Cnild.  p.  3, 
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These  are  all  steps,  usually  successive,  that  lead  to, 

lirst  of  all,  diagnosis,   ul'ten  before  parents  will  accept 

diagnosis  they  inquire  into  the  prognosis.   Until  recently 

there  was  almost  no  encouragement  for  the  mentally  retarded. 

Even  now  most  agree  that  "at  is  not  wise  for  parents  to 

spend  excessive  funds  for  the  purpose  of  finding  the  basis 

and  cures  when  in  most  instances  these  cannot  be  found." 

There  are,  however,  recent  developments  involving  blood  and 

body  chemistry  that  encourage  an  early  diagnosis;  but  the 

diagnosis  of  mental  retardation  is  within  itself  a  prognosis 

as  summed  up  in  the  statement  of  Trapp  and  Himelstein  in 

one  word  ,'poor,,"  which  virtually  eleminates  the  necessity 

of  prognosis  at  all,  calling  the  diagnosis  itself  "one  of 

p 
the  essential  characteristics  of  this  behavior  disorder." 

Further  seeking  of  false  information  that  declares 

only  what  one  wishes  to  hear  is  not  the  answer.   One  wants 

the  truth,  if  not  for  his  own  consolation,  for  the  child's 

benefit.   In  today's  scientific  world  one  need  not  accept 

the  authority  of  the  family  doctor  alone,  or  even  that  of 

a  single  specialist.   "±silly  would  have  to  be  examined 

by  a  psychiatrist,  a  neurologist  ano  a  psycnologist  and 

he  would  spend  several  hours  witn  a  social  worxer. "   A 

scientific  team  is  a  necessity  to  all  lamiiies  wno  are 

traveling  tnrough  the  dynamics  01  diagnosis. 


Ibid. ,  p.  8. 

2 

Philip  E.  Trapp  and  Philip  Himelstein,  The  exceptional 

Child  ^iNew  Yotk:  Appelton-Century-Croits,  Inc.,  1962; ,  pT  92. 
Frencn  and  Scott,  Child  In  The  Shadows,  p.  15. 


7 
Dynamic.!;  Of  Accepxance 

what  now?  inow  thax  we  Know  the  truth.   it  seems  simple 
enough,  but  "Contusion,  shock,  griei,  ana  even  anger  over- 
whelmed xhe  parents."   But  in  tne  miast  of  even  this  there 
is  progress.   Such  reactions  are  often  a  vital  part  of 
acceptance  ana  necessary  progress  beyona.   "interviews 
witn  many  parents  nave  revealea  progress  through  stages  of 
shocic,  ais belief,  ana  rear  ana  irustration  before  they 
finally  arrive  at  the  level  or  intelligent  inquiry."^ 

I  see  the  successive  sxeps  or  acceptance  as: 

(1)  menial.   This  is  the  stage  m  which  the  parents 
actually  ao  not  beleive  such  to  be  reality,  as  aestinguishea 
rrom  aenial  alter  retaraation  has  been  ascertained.   They 
become  angry  ana  upset  at  one  who  wouia  even  thmjc  such. 

(2)  nationalization.   "Well,  perhaps  tne  cnild  isn't 
up  with  others  oust  now,  but  just  you  wait.   He  will  catch 
up  ana  become  at  least  average." 

OJ  anxiety.   There  is  more  evidence  and  it  is  not 

easily  passed  off  with  simple  solutions.   Could  it  be? 

At  this  stage  parents  are  alraia  to  move.  "This  fear  is 

3 
a  crippling  influence." 

(4j  Recognition.   .hjviaence  cannot  be  denied.   Your 
very  soul  must  aeal  with  that  aeclaration  not  by  prejudicea 
maiviauals  but  by  a  team  ol  modern  scientists  using  the 
latest  testing  and  technology. 

{5)    urief.   "tier  emotions  rmaiiy  "broice  through;  they 
must  accept  the  situation,  painful  though  it  may  be." 
This  is  a  most  critical  time  and  may  aetermine  the  attituae 


Bucicier,  Living  With  a  netaraea  child,  p.  1. 

KirK,  Karnes,  and  Kiric,  You  Ana  Your  netaraea  uhila. 
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French  ana  Scott,  Chila  in  The  ShaOows,  p.  20. 

ibid.,  p.  17. 


a 
and  timing  of  tne  following  stages.   The  parents  are  in  need 
ol"  sympathetic  unaerstanaing  and  friendship  at  this  time. 

(6)  Guilt.   This  seems  to  be  a  negative  effort  of 
nature  to  undo  the  positive  process  to  this  point.   It  is 
durnmg  this  time  that  questions  such  as,  "why  me,  jjordV" 
"What  have  i  done  to  deserve  this?"  demand  answers  that 
cannot  be  had.   It  is  at  this  time  that  human  relations, 
especially  between  husband  and  wife  may  be  severly  tested, 
it  is  important  that  the  guilt  be  woriceo  through  without 
blaming  one's  self  or  those  near. 

\1)    Acceptance.   "in  contrast  to  the  negative  reaction 
of  fear,  flight,  and  failure*  the  parents  can  -  and  most 
do  -  choose  the  positive  direction  of  acknowledgement, 
acceptance,  and  action." 

(8)  Adjustment.   Once  again  intelligent  inquiry 
become  primary;  not  to  determine  whether  or  not  the  child 
is  exceptional,  but  a  more  relevant  issue  -  What  can  we 
do  as  a  family  to  maice  life  as  meaningful  as  possible 
for  all  of  usv 

I  see  in  the  process  set  out  above  a  similar  process 
set  out  by  those  working  in  the  Held  of  death  and  dying. 
It  may  be  entirely  possible  that  the  parents  may  nave  to 
accept  as  dead  tne  child  they  had  hoped  to  have  ana 
imagined  themselves  having, and  tnen  psychologically  nave 
the  child  they  aireaay  have  through  physical  birxh  ocrrn 
into  their  hearts  and  home. 

Dynamics  Of  Direction 


Once  the  process  of  full  acceptance  has  carried  one 
through  the  emotions,  reason  begins  to  control  the  next 


1lbid.,  p.  27. 
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logical  direction  is  intelligent  inquiry  into  all  pos- 
sibilities of  assisting  the  exceptional  child.   Now,  one 
is  genuinely  seeking  truth  about  mental  retardation  and 
the  degree  involved  in  nis  child.   Then,  how  best  to 
educate  or  train. 

Closely  associated  with  the  educational  process  to 
be  considered  are  other  deeper  considerations.   How  well 
have  we  as  a  family  accepted  the  child?   Not  just  the 
fact  that  he  is  retarded,  but  the  child  himself.   "The 
child  needs  to  be  accepted  for  himself;  he  needs  the 
warmth  and  affection  of  loving  parents,  not  parents  who 
regard  him  as  a  clinical  problem  or  just  an  object  to 

receive  physical  gifts." 

The  degree  of  acceptance  and  the  measure  that  the  parents 

have  really  worked  through  their  emotional  attitudes 

will  directly  influence  the  effectiveness  of  training. 

The  parents  determine  the  emotional  setting  of  the  home 

which  not  only  the  emotional  health  of  the  retarded  child, 

but  interactions  between  siblings.  "If  the  parents  have 

really  accepted  the  infirm  child,  with  all  his  limitations, 

2 
the  brothers  and  sisters  are  more  likely  to  accept  him." 

unce  again  real  acceptance  is  the  key.   It  cannot  be 

superficial  since  a  retarded  child's  greatest  leaning 

capacity  is  feeling  not  reasoning. 

Parents  must  sense  a  stronger  responsibility  toward 

both  the  retarded  child  and  other  siblings.   Siblings 

must  not  become  "built-in"  baby  sitters.   Their  feelings 

in  working  through  the  problems  of  complete  acceptance 

must  be  considered  and  they  will  have  special  problems 

during  the  adolescent  age  in  particular.   "Vanity  is  often 

excessive  then  and  the  normal  child  will  be  ashamed  of  his 


French  and  Scott,  uhild  In  The  Shadows,  p.  25. 

2  

Maria  Egg,  When  A  Child  Is  Different,  (,JMew  ¥ork:  The 

John  Day  Company,  1964;,  p.  49. 
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retarded  brother  or  sister."   Parents  should  not  be  alarmed 
at  this  behavior,  but  consider  it  natural.   it  will  pass 
as  maturity  comes  and  judgment  improves.   special  consider- 
ation, such  as  not  advertising  that  ther  is  a  retarded  child 
in  the  family  to  new  friends,  is  not  too  much  for  another 
child  who  has  sacrificed  to  ask  of  parents.   it  need  not 
create  guilt  feelings  and  sense  of  shame. 

what  about  the  extended  family?   They  too  may  have  a 
vital  part  in  the  life  and  training  of  the  exceptional 
child  if  the  immediate  family  is  honest  in  their  deelings 
with  them.   There  is  no  need  to  hide  facts  of  retardation 
from  them;  they  most  likely  had  drawn  conclusions  prior 
to  acceptance  on  the  families  part.   They  are  both  con- 
venient and  love  your  child,  and  if  encouraged,  capable 
of  developing  a  real  understanding  toward  the  child, 
.bet  them  help. 

The  reaction  of  friends  and  neighbors  will  vary  and 
to  a  large  extent  depend  again  on  the  attitude  of  the 
immediate  family.   I>o  not  reject  their  sympathy.   It  may 
be  the  only  way  they  know  how  to  express  their  feelings  and 
could  be  the  initial  process  in  their  much  needed  education 
about  mental  retardation.   Do  not  be  embarrassed  by  their 
reactions  or  comments.   "Your  lack  of  embarrassment  will 
produce  similar  feeling  on  the  part  of  your  friends." 
These  too  may  become  resources  of  assistance  and  reservoirs 
of  strength  if  properly  received. 

The  attitudes  and  individuals  referred  to  in  the  above 
paragraphs  will  influence  decisions  in  the  entire  life  of 
the  special  child,  but  they  become  especially  important  in 
considering  whether  or  not  the  child  will  be  educated  at 
home.   One  must  consider  both  the  home  and  social  surround- 
ings in  this  most  important  decision. 


Ibid.,  p.  53. 
2Ibid.,  p.  53. 
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There  was  no  choice  in  early  years  of  American 
education  and  no  consideration  other  than  the  home  and 
local  community  could  be  considered.   This  tradition 
continues  in  less  progressive  areas  today.   There  was 
a  period  when  institutions  were  consicered  the  only 
solution.   The  present  day  emphasis  seems  to  he  on 
keeping  the  child  at  home  and  utilizing  public  assist- 
ance as  offered  in  this  specialized  area. 

Such  factors  as  the  degree  of  warmth  and  acceptance  in 
the  home,  educational  trend  in  the  general  locale,  the 
level  of  retardation,  and  ultimately  what  is  best  for 
both  the  child  and  family  are  determinates  of  direction 
in  the  child's  education. 

Most  well  adjusted  families  will  do  all  possible  to 

keep  the  child  under  their  influence  thus  continuing  to 

play  a  major  part  in  his  education.   They  know  that  he 

"...must  be  taught  much  that  the  normal  child  learns  by 

1 
himself...."    They  soon  learn  that  "The  retarded  child 

who  feels  loved  -  whose  existing  capabilities  are  being 

developed,  who  is  kept  busy  in  an  appropriate  manner,  of 

2 
whom  not  too  much  is  demanded  -  is  a  happy  individual." 

They  will  share  with  multiple  other  families  goals  of 

training  the  child  "to  fit  into  family  life  so  that  he 

will  not  be  a  disruptive  element. ...  and  to  enable  him 

to  function  at  an  acceptable  social  level  in  school  and 

in  the  world  beyond  his  home." 

Such  considerations  as  those  listed  below  will  be 

of  great  importance  in  the  child's  educational  process. 


\l] 


1)  Treat  him  as  much  as  possible  as  a  normal  child. 

2)  Realize  he  learns  by  repetition. 
(3)   Give  him  adequate  time. 


lEgg,  When  A  uhild  Is  Different,  p.  63. 
2Ibid.,  p.  48. 
Buckler,  Living  With  A  Mentally  Retarded  Child,  p.  23. 
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(4)  uo   not  allow  him  to  "dwadle"  when  he  is  supposed 
to  be  doing  something. 

(5)  See  that  he  finishes  the  task  he  starts. 

(6 )  Show  him  how  to  do  things. 

(7;   Help  him  only  when  it  is  really  necessary. 
(.8)   Teach  him  at  his  mental  age. 
(9)   lie  a  good  example. 

This  is,  of  course,  not  intended  to  exhaust  the  many 
special  considerations  that  will  become  the  way  of  life 
for  those  living  with  the  special  child,  but  these,  and 
many  others  must  become  second  nature  for  those  who  will 
succeed  in  his  education. 


Conclusion 

Any  one  of  the  preceding  challenges  should  be  enough 
to  overwhelm  any  average  individual  or  set  of  parents. 
How  could  anyone  expect  an  entire  family  to  adjust 
adequately  to  the  situation  created  by  so  exceptional  a 
child.   Yet,  most  families  not  only  adjust  more  than 
adequately;  they  seem  to  become  in  many  ways  the  better 
families  in  our  society,  as  the  love  and  concern  they 
have  learned  to  express  for  one  of  their  own  reaches 
out  and  warms  the  community  around  them. 


Egg,  When  A  Uhild  Is  Different,  pp. 70-74. 
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